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FOREWORD
Welcome to the IPPOSI Annual Report for 2019.
Our theme for 2019 was ‘Patient Data’ which saw
a number of notable outputs including a
conference on the development of Electronic
Health Records in Ireland as well as a Play:Decide
discussion game on ‘access to health records’.

Thanks to a capable, dedicated executive team, and a
highly motivated board of directors, levels of
awareness IPPOSI, as well as our value to the patient,
science, industry and policy communities, has never
been higher, as reflected in our levels of activities and
engagement, both nationally and internationally.

2019 also saw the publication of an IPPOSI-led
Patient Charter calling for greater patient
involvement in the 'Medicines Assessment &
Reimbursement' process in Ireland. Signed by 35
Irish patient organisations, the Charter calls on the
government to improve the transparency,
accountability and communication on how medicines
are assessed & reimbursed by the State.

IPPOSI continues to achieve significant impacts –
in spite of the current COVID-19-impacted
environment and our limited resources.

An additional highlight was the successful running of
a second IPPOSI patient education programme in
health innovation from Jan-Nov 2019, supported by a
Health Research Board KEDS grant as well as
unrestricted industry member grants.

Once again, we would like to extend our thanks to
our members and friends for their continued
support. We look forward to more discussions,
innovations and partnerships under our new
strategy (2021-2025).
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Cick on the image above to access the video

Patient Education

By educating patients in health innovation, IPPOSI is boosting the credibility and impact
of the patient voice in Ireland, which has always been at the core of our work. Our goal in
2019 was to build on the success of the 2018 pilot education programme where 19
‘graduates’ had successfully completed their training on medicines R&D, and to introduce
the programme graduates to patient involvement opportunities in Ireland.

What we did
Coordinated a 10-month IPPOSI patient
education programme in health innovation.
Included modules on clinical trials (UCD),
regulatory affairs (HPRA) and health technology
assessment (TCD, NCPE, HIQA), as well as
additional elements such as a Good Clinical
Practice (GCP) training workshop, a workshop
on medical devices as well as a number of
online webinars and interactions.
Supported by a Health Research Board grant as
well as unrestricted industry member grants.

Impact
Click
here

Click on the screen above to listen to
what our patient graduates have to
say about their experiences of the
course and the benefits it has offfered

Graduation of a cohort of 23 educated
patient graduates with expertise and skills to
allow them to provide patient input in an
informed and structured way
Graduates who work for patient
organisations now have improved knowledge
to enable them to better achieve their
organisation's advocacy objectives.
Opportunity for key stakeholders to meet
with patients and discuss issues in an open
forum.
Development of a peer network of patients
and carers facing many of the same
challenges.
2018 IPPOSI 'graduate' & 2019 Programme
Peer mentor, Sarah McLoughlin was
appointed to the Board of the HSE in 2019
as a patient representative.

Click on the screen to listen to Brian Lynch from
Arthritis Ireland outline the benefits the programme
has offered his organisation, the specialist skills he
acquired on the course and how they have enabled
him to undertake key advocacy initiatives for
Arthritis Ireland

Click
here

As a founding member of EUPATI in 2012, IPPOSI continues to play a central role in the
roll-out of EUPATI initiatives as a leader, exemplar and influencer on the European
stage. In 2019 EUPATI & IPPOSI continued to play a leading role through the work of
the IPPOSI CEO Derick Mitchell & Gemma Killeen as the EUPATI National Platform
Coordinator and Business Development manager for EUPATI.

Eupati

What we did
IPPOSI continues to work as a consortium member
of the EPF-EUPATI programme as part of an
ongoing bi-lateral agreement (2017-2020).
The IPPOSI CEO Derick Mitchell continues as a
member of the EUPATI Steering Group as well as
the co-chair of the 23 strong EUPATI National
Platform Network.
The IPPOSI-based EUPATI National Platform
coordinator and business development manager
Gemma Killeen was instrumental in the
organisation of the third Annual General Meeting
of the EUPATI Network of National Platforms in
Copenhagen, Denmark.
IPPOSI promoted the EUPATI-based Patient
Education programme through the ENP network

Click
here

EUPATI and the National Platforms Network continues to go
from strength to strength as a global initative with a local
presence. With the establishment of the EUPATI Foundation
it is on a firm foundation for a sustainable future,
GEMMA KILLEEN

Impact
IPPOSI made substantial contributions towards the establishment of the
new EUPATI Foundation (established Sept 2020, based in the Netherlands).
In 2019 the EUPATI National Platform Network increased to 23 countries
with further interest from Japan, Brazil, Argentina.
The 2019 ENP Network AGM hosted all 23 ENPs with 47 individuals
attending. The report is here or via the speech bubble above.
Through Gemma Killeen & Derick Mitchell, IPPOSI was instrumental in
leading and coordinating the EUPATI National Platform Network Executive
Committee throughout 2019.
The 2019 IPPOSI education programme is now being replicated
internationally in Italy and the Netherlands with the other ENPs charged
with developing similar initiatives in their countries.

Eupati National Platform

EUPATI has established National Platforms (ENPs) in several countries across Europe
and worldwide. Based on the IPPOSI model, National Platforms bring patient,
academic and industry partners together to discuss patient education and patient
involvement in medicines research and development (R&D). Working together,
National Platforms raise awareness about the important role of patients, and
members identify challenges and opportunities for joint action.

What we did
We continued to lead the ENP work package
within an EU-IMI project (EFO-EUPATI) funded
from 2018-2020.
With the EUPATI National Platform Officer,
Caroline Whelan, and the ENP coordinator,
Gemma Killeen, both IPPOSI-based, IPPOSI has
been fundamental to strengthening the
coordination and impact of the ENP network.
2019 focused on promoting network
collaboration, knowledge exchange and sharing;
the development of a 'Common ENP Message,
and continued patient education and training.
The Irish ENP had 3 face-to-face meetings and
joined several EFO-EUPATI activities in 2019.

All IPPOSI members are members of
the EUPATI National Platform in
Ireland. The Irish ENP went from
strength to strength in 2019

Click
here

In some countries, ENPs are an informal group run by volunteers,
other countries have established legal entities with formal
statutes and paid staff. Regardless, ENPs work better together.
CAROLINE WHELAN

Impact
IPPOSI leveraged 100,000 euro for its role in EFO-EUPATI that ultimately aims
at ensuring EUPATI & ENP sustainability.
IPPOSI collaborated with industrial partners AbbVie and Pfizer to develop a
'Common ENP Message' to assist ENPs communicate with key stakeholders.
IPPOSI surveyed the ENP network to build up a map of Patient Education and
Training Initiatives across the entire network of 23 countries.
The Irish ENP grew in membership with all 21 graduates of the Patient
Education Programme in Health Innovation joining.
Three members of the ENP, Sarah McLoughlin, Olivia Shiel and Joan Jordan
successfully took on a peer mentor role in the 2019 Education Programme.
IPPOSI strengthened its matchmaking of expert patients with opportunities
by developing a policy on the promotion of fair remuneration.

One of the key strategic goals for IPPOSI is to actively advocate through patient-led
perspectives for improved and equitable patient access to Health Innovation. In 2019
our annual advocacy theme was 'Patient Data'

What we did

Patient Data

Annual Conference : EHealth Records - Getting it right from the start.
IPPOSI's annual conference on 7th October, 2019 on ‘Electronic Health Records in
Ireland "Getting it right from the start" saw over 200 patients, clinicians,
researchers, regulators and government representatives attend a lively and
interactive event. You can access recordings of the conference presentations and
read the conference report here.

#DataSavesLives
2019 saw the beginning of IPPOSI's involvement in the European Patient Forum-led
#datasaveslives initiative – a public information resource to provide international
perspectives on patient data, cross-border sharing, GDPR, among other case studies.
Find out more at www.datasaveslives.eu

Patient Data

Play/Decide
In 2019 IPPOSI piloted a Play:Decide discussion game on 'the challenge of accessing
and sharing patient data in Ireland'. The game premiered as a workshop event at
the SCI:COM conference in 2019. IPPOSI members joined us on the day for a lively
and engaging exploration of the challenges and opportunities surrounding the
topic. PlayDecide enables people to explore a topic in-depth in an informal and
informative way. The game elements help participants explore thoughts and
opinions that would be difficult to express in conventional ways.

During SCICOM 2019, IPPOSI CEO, Derick Mitchell, was
interviewed by TechCentral.ie on the topic of using personal
data to personalise patient experience in healthcare systems.
You can listen to the podcast here.

Advocacy

A major highlight in 2019 was the publication of an IPPOSI-led Patient Charter calling for
greater patient involvement in the ‘Medicines Assessment & Reimbursement’ process in
Ireland. The Charter calls on the government to improve the transparency, accountability
and communication on how medicines are assessed & reimbursed by the State.

This Charter for Patient Involvement was an important milestone for IPPOSI.
As a patient-led platform, we have led multi-stakeholder discussions and
identified consensus within the medicines assessment and reimbursement
space over the past decade. This Charter, developed with a cross-section of the
IPPOSI patient membership as well as the support of the Health Research
Charities Ireland and Rare Disease Ireland, provides a collective and holistic
response to address the many patient concerns expressed about levels of
transparency, accountability, quality and fairness in the Irish Health Technology
Assessment (HTA) and post-HTA process.
We will continue to advocate and push for the recommendations of the Patient
Charter as a key strategic goal for the next 5 years.
.

IPPOSI also submitted a number of policy positions and submissions including:
Submission to the Joint Oireachtas committee on Health, Health (Pricing and
Supply of Medical Goods (Amendment) Bill 2013.
Position on renumeration of patient advocates

Advocacy

We continue to represent patients and advocates for their inclusion in
healthcare. The table below gives a snapshot of the Boards and Committees we
were active members of in 2019.
.

COMMITTEES

Health
Innovation

Research

Cross border
Healthcare
Intervention Trials in
Ireland Network
(CHITIN) Steering
Committee
Health Innovation
Hub Ireland Steering
Committee

eHealth

SPHERE programme
steering committee
Medical & Life Sciences
Committee, Royal Irish
Academy
UCD Research Ethics
Committee
HRB-TMRN International
Scientific Advisory Board

EUPATIRelated

PPI in Health
Research

EUPATI Steering
group
EUPATI National
Platform
Network
Irish EUPATI
National
Platform

PPI-Ignite UCD
PPI-Ignite TCD
PPI-Ignite UL
PPI-IPPOSI-HRBCRCI

eHealth Ireland
committee member
National Data Advisory
Board member
Partner organisation of
Data Saves Lives
Initiative (EU)
Education partner on
the UL-HSE Msc. In
digital transformation

Healthcare

HSE National
Patient Forum

Rare
Diseases
Rare Disease Taskforce

IPPOSI continues to be active in the rare disease space as a founding member of the
Rare Disease Taskforce. Our focus is on access to medicines, treatments and
innovations that exist for people with rare diseases.
.

Rare Disease

What we did
Joint leadership of the Rare Taskforce. Together with HRCI and RDI, we advocated
strongly for an increased focus on the needs of rare disease patients
The North/South Rare Disease Day event in 2019 was held in Dublin with IPPOSI
providing significant support for the concept and running of the event.
Involved in a number of bi-lateral meetings with high level policy stakeholders
including Alan Smith (DoH), Eilish Hardiman, (Children’s Health Ireland), Laura
McGahey (Sláintecare), and Colm Henry (HSE) on the challenges and future plans
for rare disease patients and families.

North/South Rare Disease Day
The Rare Disease Day event on
Pearse St. Dublin attracted 190
patients, researchers, patient
organisations, carers and industry
representatives.
.
Presentations on the day included
Phase 2 of the IPPOSI HSE ‘Patient
narrative project - Your Voice Matters'
– which gave insights on patient
experiences of health and social
services in the Republic of Ireland,
alongside the counterpart initiative in
the North – 10,000 more voices.

PPl in Health Research

IPPOSI continues to be a key opinion leader in the area of PPI in health research and
in particular in clinical research in Ireland. In addition to training patients to provide
input in an informed way we are also passionate about preparing researchers to
develop partnerships with, and accept the input of patient

What we did
IPPOSI continued our partnership on three of the five successful HRB-PPIIgnite awards (UCD, TCD, UL) and is making active contributions to the
developing PPI-Ignite national network.
IPPOSI made a number of presentations and contributions to the growing
number of PPI-focused events and conferences in Ireland in 2019.
IPPOSI continued its partnership with HRB Clinical Research Coordination
Ireland (HRB-CRCI) on the topic of patient and public involvement in clinical
research in Ireland.
A working group consisting of IPPOSI board members, the network of Clinical
Research Centres/Facilities in Ireland, as well as a number of patient and
industry representatives continues to work collaboratively on a number of
activities under the HRB-CRCI and IPPOSI umbrellas, to promote active PPI
as part of the infrastructure for clinical research in Ireland.
IPPOSI continued to promote PPI opportunities and link individual patients
and patient groups with researchers.

Impact
IPPOSI played an active role in the May
13th HRB-CRCI Conference entitled
‘Enabling Ireland as a Clinical
Research Leader’ in the Mansion
House, Dublin to mark International
Clinical Trials Day. The 2019 event was
also the formal launch of Ireland’s full
membership of the European Clinical
Research Infrastructure Network (ECRIN).
The PPI Working Group is developing an
online repository on PPI guidance for
clinical researchers. The online resource
is due for launch in early 2020.
IPPOSI facilitated over 25 'matches'
between clinical & health research
groups in Ireland and graduates of the
IPPOSI patient education programme.

..

Online Promotion

In 2019 we continued to build on the IPPOSI brand and improve our online presence.
We grew our engagement and following on the already established Twitter IPPOSI
account. We also developed organisational profiles on LinkedIn and improved our
engagement and folllowers on Facebook .

2019 reported a 43% increase in online traffic to the
IPPOSI website compared to 2018

5,558 Visits to our Twitter Profile
574 New Followers
On average we are mentioned by other Twitter users 112
times per month.
On average we have 31,915 Tweet Impressions per
month.
In 2019 we set up the IPPOSI LinkedIn Page. We are continuing
to build our profile on LinkedIn and our objective is to establish
ourselves as key opinion leaders in this arena in matters
surrounding patient involvement, patient data and access to
medicines
666 average monthly views on Slideshare
Over 2,000 people viewed the presenter slides from our
2019 Annual Conference

18% Increase in Facebook Followers

124 people viewed the livestream of our 2019 conference on
YouTube

A full record of our financial information as of the 31st December 2019 is available
below in addition to a summary of IPPOSI income over the period of 2016-2019.

Finance

IPPOSI’s work in relation to finance, audit, and risk is overseen by the IPPOSI Finance Audit &
Risk Committee. This is a subcommittee of the Board and is chaired by the IPPOSI Treasurer.
The committee works to ensure that IPPOSI’s work in relation to finance, audit, and risk is in line
with best practice and adheres to codes of conduct for the charitable sector (e.g. SORP
accounting practice) is strategic and supports the implementation of IPPOSI Strategic Priorities,
& also reflects the perspectives of its membership.

Summary of Funds Received 2016 to 2019
Euro (€)
IRE-level Public Grants (DoH, HRB, HSE)
EU-level public grant (FP7, IMI, H2020)

340,382
363,067

Public

Industry Membership Fee
Advocacy Research Sponsorship
Event Sponsorship
Patient Education Sponsorship

569,750
67,350
56,545
55,000

Private

Total

1,452,095

INCOME & EXPENDITURE as at 31 DECEMBER 2019
INCOME

2019

2018

Public Funding
HRB
HRB KEDS Patient Education Programme
HRB PPI Ignite TCD (2019), UCD (2018)
EPF-EUPATI
IMI-EFO-EUPATI

75,000
29,977
5,000
70,962
26,622

75,000
2,243
5,000
65,261
8,792

SUB-TOTAL

207,561

156,296

165,750
13,500
5,000
2,500
15,000
27,500
6,871

165,000
6,250
0
0
15,000
12,500
1,716

SUB-TOTAL

236,121

200,466

TOTAL INCOME

443,682

356,762

187,584
56,319
34,298
44,708
35,432

164,359
56,200
7,033
3,844
36,783

358,341

268,219

67,642
1,459

81,422
1,381

Finance

Private Funding
Memberships
AGM & Conference
Play Decide Game - SCI:COM
Rare Disease Day Event
Patient Education Programme
Advocacy, Research & Policy
Other

EXPENDITURE
Direct Costs
Staff-related
EPF-EUPATI
EFO-EUPATI
Patient Education Programme
Advocacy Policy & Research
SUB-TOTAL
Administration
Other Costs
SUB-TOTAL

69,101

82,803

TOTAL EXPENDITURE

427,442

351,022

NET SURPLUS (DEFICIT)

16,240

5,740

DONOR SUPPORT 2019
Thank you to all our 2019 Donors.

Finance

DONOR SUPPORT - AGM & CONFERENCE 2019
Amount (€)
% of Total Income
Abbvie
2,500
0.56
GSK
1,500
0.34
Janssen
2,500
0.56
MSD
2,000
0.45
Pfizer
2,500
0.56
Roche
2,500
0.56
DONOR SUPPORT - ADVOCACY POLICY & RESEARCH
Amount (€)
% of Total Income
Alexion
2,500
0.56
Bayer
2,500
0.56
BioMarin
2,500
0.56
BMS
2,500
0.56
DONOR SUPPORT - OTHER EVENTS IN 2019
GMI
2,500
0.56
Amount (€)
% Total Income
ICON
2,500
0.56
Novartis-Rare
Disease
Day
2,500
0.56
Janssen
2,500
0.56
Novartis-Play
Decide
Sci
Com
5,000
1.13
MSD
2,500
0.56
Roche
2,500
Takeda / Shire 2,500
UCB
2,500

0.56
0.56
0.56

DONOR SUPPORT - PATIENT EDUCATION PROGRAMME 2019
(Janssen - €5000 received in 2018)

Abbvie
GSK
Pfizer

Amount (€)
5,000
5,000
5,000

% of Total Income
1.13
1.13
1.13

BALANCE SHEET as at 31 DECEMBER 2019
Fixed Assets
Tangible Assets
Current Assets
Debtors
Cash at Bank and in hand

2019

2018

1,799

3,258

42,848
249,604

1,292
381,008

Creditors: Amounts falling due within one year
Net Current Assets

292,452
-85,582
206,870

382,300
-193,128
189,172

Total Assets less Current Liabilities
Funds
Restricted Funds
General Fund (unrestricted)

208,669

192,430

75,549
133,120

56,112
136,318

Total Funds

208,669

192,430

As a patient-led platform of hundreds of member organisations it is particularly
important that IPPOSI acts as a positive example in all aspects of governance

Goverenance

Governance
The Board of IPPOSI consists of elected members from each of the participant sectors. Patient
organisations are represented by eight members, with science and industry members each
having six seats. The Chairperson and Vice-Chairperson is always a representative from a
patient organisation and all board sub-committees are led by patient organisation
representatives.
A Board sub-committee on Governance is charged with ensuring that IPPOSI adopts in full the
Charities regulator Governance Code.. IPPOSI is on the journey towards implementing the
code in full in 2020.

Board of Directors
The Board of Directors of IPPOSI met 5 times in 2019. The Board manages and oversees the
organisation and where it should focus its efforts in order to achieve goals and objectives.
The Board are responsible for major decisions on spending, year on year. IPPOSI Directors
will continue to develop and grow the Board ensuring there is a rotation of one third of the
Board every year according to our Memorandum and Articles of Association. While
membership of IPPOSI is open to all those with an interest, the current Directors from each
of the three sectors also work to identify appropriate targets for membership.

Board of Directors

IPPOSI Directors 2019
Patient Organisations
Ava Battles
Robert O'Connor Dr
Kevin Whelan
Neil Johnson
Julie Power
Grainne O'Leary
Anne Marie O'Dowd
Sarah O'Connor

MS Ireland
Irish Cancer Society
Fighting Blindness
CROI Ireland
Vasculitis Awareness Ireland
Arthritis Ireland
Cystinosis Ireland
Asthma Society of Ireland

Science/Academia
Catherine Darker Dr
Deirdre Hyland
Jason Last Dr
Gaye Stephens Prof
Jean Saunders Dr
Anne Marie Healy Prof

Tallaght Hospital
RCSI
UCD School of Medicine & Medical Science
Centre for Health Informatics, TCD
University of Limerick
TCD

Industry
Susanne O'Reilly
Colm Fahey
Colm Galligan
Eleanor Hannon
Anna Haas
Brid Seoighe

Novartis Ireland Ltd.
Roche
MSD
BioMarin
Shire
Janssen

www.ipposi.ie

